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HISTORICAL BACKGROUND AND
STRUCTURE
The ‘Rheinisch-Westfälische Anstalt für Epileptische’,
better known under the later name ‘Anstalt Bethel’
was founded in 1867 by pious merchants and sales-
men of Bielefeld. It is a non-governmental foundation
with a Christian background.
The foundation has to be seen in connection with
two conferences in Bruchsal and Bonn in 1865. The
care for people with epilepsy was the main topic of
these conferences. From the records of these confer-
ences we know that the industrialisation in Germany
had disastrous effects on those that had seizures and
were poor. Employment and housing were closely
linked, those who lost their jobs also lost their homes;
the pattern of life changed according to production
demands; sick or inefficient workers were expelled as
a sufficient number of workers were available at that
time.
The foundation of ‘Heil-und Pflegeanstalten’ (nurs-
ing homes) was also influenced by ideas of the French
Revolution and the belief that all men are equal thus
having equal rights in a democratic society. Those who
were handicapped had to have special support and ed-
ucation to participate in society. Special institutions
were created to provide this for those who were not
able to meet the demands of a society based on equal-
ity. The foundation was thus based on ideas of inte-
gration; originally long-term residential care was not
an aim. Pedagogues had a dominant position in the
care for people with epilepsy, and the head of the first
home for people with epilepsy in Bethel was a teacher.
The institution grew and in 1872 Friedrich v.
Bodelschwingh became head of the entire institution.
Several years later he realised that only a small per-
centage of the patients could be discharged and return
to their homes, families or could live on their own out-
side the institution. Poverty was one reason, continuos
seizures was another one. Bodelschwingh concluded
that the task of Bethel should be less that of healing
and nursing, and more of providing a place to live and
work. He developed the concept of ‘colonies’. Con-
sequently, not only people with epilepsy but others
expelled from society without a home or work could
find a place to live in Bethel. In the following years
Bethel expanded in size and in its range of activities.
Nowadays, the institution has subsidiaries at dif-
ferent locations and encompasses various fields of
work, including, e.g. general hospitals, psychiatry,
help for people with social difficulties (e.g. homeless,
unemployed people), care for people with mental
retardation and handicaps, care for elderly people, vo-
cational training centres and schools. The entire insti-
tution (named officially now ‘v. Bodelschwinghsche
Anstalten Bethel’) consists of three foundations: the
Westphalian Institution of Deacons and Deaconesses
Nazareth and Sarepta and the institution of Bethel.
THE EPILEPSY CENTRE BETHEL
At the beginning of the 20th century, developments in
natural science, the discovery of anti-epileptic drugs
and the improved understanding of the functioning of
the brain led to increased interest in the treatment of
people with epilepsy. The number of physicians and
their influence on the organisation of the institution
grew. In 1933, Mara, the hospital for patients with
epilepsy was inaugurated with facilities for adults
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and children. Since then, the clinic has grown, with
larger buildings replacing the original ones and new
methods of diagnosis and treatment being introduced.
An outpatient clinic, wards for patients with disso-
ciative seizures or psychiatric co-morbidity, wards
for patients with disabilities and nursing needs and a
department for presurgical, intensive monitoring and
epilepsy surgery have all been installed. In 1997, the
unit for medical rehabilitation opened—the first one
in Germany. The need to evaluate clinical practice
and to develop treatment strategies for the benefit of
the patients led to the foundation of the Society for
Epilepsy Research in 1955. The society is now well
established in epilepsy research. It runs a biochem-
ical laboratory, an MRI and, since 2002, an Institute
for Interdisciplinary Epileptology together with the
University of Bielefeld.
The approach to diagnosing and treating people with
epilepsy in Bethel is best described with ‘comprehen-
sive care’. This means that the patient is viewed as
an integral human being, comprising both the seizures
and the psychical and social situation. In the Epilepsy
Centre Bethel intervention in the narrower medical
sense (e.g. anti-epileptic drug treatment or surgery)
is linked with non-medical intervention (e.g. coun-
selling, offering information, patient education and
Fig. 1: Epilepsy Centre Bethel.
rehabilitation) thus implying multi-disciplinary struc-
tures in diagnosis and treatment. The subjective eval-
uations and perspectives of patients and their relatives
are important in evaluating the goals of treatment and
the comprehensive packages of care. This includes
early consideration of the benefits versus risks for the
patient, with the ultimate questions being what qual-
ity of life will be attained, and how much independent
life and employment will be feasible.
The Epilepsy Centre Bethel will continue to deve-
lop this integrated approach to diagnosis, treatment,
rehabilitation and research. Co-operation between
the departments will be stabilised and extended
through co-operation with other centres, e.g. Berlin-
Brandenburg. Specialised epilepsy care is threatened
by the re-structuring of the financial bases of the
hospital. Bethel will bring its full weight to bear in
seeking to ensure that specialised epilepsy care will
continue to be provided to patients in the future.
The Epilepsy Centre Bethel today consists of a
number of co-operating but independent departments.
Every department has its own head, its own budget
and is often incorporated into other structures or net-
works. Co-operation is achieved within a ‘conference’
consisting of the heads of the different departments
and the heads of associated institutions.
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The Epilepsy Centre Bethel is organised into the
following departments (Fig. 1):
At the location of Bielefeld:
• The Epilepsy Clinic (Epilepsieklinik Mara) with:
◦ outpatient diagnosis and treatment for adults and
children (up to 4000 visits annually)
◦ inpatient diagnosis and treatment for adults (76
beds) and children (28 beds) with
– units for patients with epilepsy, co-morbidity
and severe impairments
– a unit for patients with epilepsy and psychi-
atric disorders and non-epileptic seizures
◦ pre-surgical evaluation and surgical treatment
for adults and children (14 beds)
◦ medical rehabilitation unit for adults (17 beds)
• The vocational training centre (Berufsbildungs-
werk Bethel) for 21 different professions (156
places)
• The outpatient counselling unit (Beratungsstelle
Bethel) for children and their parents
• Short-, medium- and long-term residential units
for psychosocial rehabilitation of adolescents and
adults with epilepsy and additional handicaps (500
places) (Fachbereich Epilepsie im Stifungsbereich
Behindertenhilfe)
• Sheltered workshops with working opportunities
and specialised training workshops for disabled
people for more than 2000 persons with epilepsy,
psychiatric disorders, mental disorders and other
handicaps (ProWerk)
• The society for research in epilepsy with bio-
chemical laboratory, MRI and the Institute for
Interdisciplinary Epileptology at the University
of Bielefeld (Gesellschaft für Epilepsieforschung
e.V.)
• The institution for development and qualifica-
tion (courses partially in co-operation with other
epilepsy centres in Europe (Zentrum für Entwick-
ung und Qualifizierung, Terach)
Additional facilities are located in the ‘Ruhrgebiets-
Area’ in Berlin and Brandenburg. Recently, the Epi-
lepsy Centre Berlin-Brandenburg has been set up to
synchronise and develop activities in that area and
co-operation with the Epilepsy Centre Bethel has
increased.
Every facility is managed by a multi-disciplinary
and highly specialised team.
SERVICE POPULATION
The Epilepsy Centre Bethel provides specialised
epilepsy care and vocational training nation-wide.
Patients and students come from all over Germany, a
small proportion comes from other European coun-
tries or even farther afield. Patients are also referred
from hospitals as well as from physicians in private
practice. Students are frequently referred by regional
Departments of Work, but applications are also pos-
sible from individual patients, students or for those
who are interested in social training programmes for
residential care. About half of the patients come from
the northern part of the country especially the federal
states of ‘Nordrhein-Westfalen’ and ‘Niedersachsen’.
Typically, patients referred to the Epilepsy Centre
Bethel have had epilepsy for around 10–15 years. It
still takes too long for patients to find their way to
adequate treatment, e.g. in Bethel, especially those
requiring rehabilitation or surgery.
PERSONNEL AND ORGANISATION
The Epilepsy Centre Bethel consists of independent
departments with some of them structured as private
companies and others as sub-foundations. The heads
of the departments or companies are responsible for
the budget and the management of the departments.
They are responsible to the board of directors (Vor-
stand) of the entire institution. The departments or
companies co-operate, negotiate and co-ordinate their
activities within a ‘conference’ led by one member of
the board of directors of the institution. The medical
head of the Epilepsy Clinic does not have direct influ-
ence over the other departments.
Currently (2002) the institution of Bethel has about
7000 places in total (including places in schools and
training centres), about 11 000 staff members and
an annual turnover of about 650 million Euro. The
Epilepsy Centre Bethel constitutes about 25% of the
total institution in relation to staff and turnover.
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All staff members are professionally qualified
and are specialised in epileptology. The staff group
includes physicians (neuro-psychologists), nurses,
educators, teachers, all kinds of therapists such as oc-
cupational therapists and music therapists—it would
be impossible to name all of them. The centre empha-
sises and provides continuous education and training
for the different professions.
CO-OPERATION, NETWORKING
The Epilepsy Centre Bethel has initiated a large num-
ber of co-operative relationships with scientific insti-
tutions, universities and comparable centres around
the world. Professionals from foreign countries reg-
ularly visit the centre and take part in activities. A
direct exchange of personnel is carried out between
the Epilepsy Centre Bethel and other centres (e.g.
Schaufling/Bavaria; Budapest/Hungary).
In the field of epilepsy and autism Bethel has estab-
lished co-operation with the ‘Sozialwerk St. Georg’,
Gelsenkirchen. One part of this co-operation in-
cludes an institute (AUTEA gGmbH) for further
education specialising in autism according to the
TEACCH-model.
Networking is organised in part via the ‘Epilepsy-
conference North Rhine-Westphalia’. Hospitals,
physicians in private practice, administration, in-
surance and support groups meet with the aim of
improving care in a certain region, improving knowl-
edge about epilepsy among the public and those who
deal with patients and of developing guidelines for
health authorities.
EDUCATION, INFORMATION AND PUBLIC
RELATIONS
Workshops, conferences, symposia, counselling, edu-
cation of professionals and personnel continue to be
offered by Bethel.
The Institute of Development and Qualification
provides regular courses about epilepsy. They have
established a continuous education programme for
non-medical staff members working in the field of
epilepsy. The programme is run together with other
epilepsy centres in Germany and Switzerland.
The European Epilepsy Academy (EUREPA) is sit-
uated in Bethel. Close co-operation between the cen-
tre and the academy exists, especially in the field of
curriculum development for experts.
The institution of Bethel has a department
(‘Dankort’) of information, public relations, press
and communication. Annually, about 14 000 visitors
come to Bethel and most of them are interested in or
wish to be informed about the epilepsy centre. This
department produces a range of leaflets, brochures
and publications.
A hotline had been installed in combination with the
publication of flyers concerning patient’s issues.
Different information campaigns have been set up to
inform the public on a broader level about the institu-
tion of Bethel, about epilepsy and about treatment pos-
sibilities. These campaigns are part of the world-wide
campaign, initiated by the WHO and the epilepsy or-
ganisations ILAE and IBE known as ‘Epilepsy: out of
the shadows’.
FINANCIAL PERSPECTIVES AND
STRATEGIC DELIBERATIONS
The various companies and departments of the Epi-
lepsy Centre Bethel have different kinds of income and
funding arrangements. As a rule, very few people pay
privately for services in the centre. The vast majority
are backed up by insurance (health, social, nursing
and pension), administration (tax-based) or through
special programmes, e.g. financed by the European
Union.
Inpatient hospital care is financed by health insur-
ance based on annual negotiations to establish the in-
patient hospital day costs. Outpatients are currently
treated on an individual basis by three paediatricians
and four neurologists for adults who are authorised by
the local medical federation to treat outpatients. Diag-
nosis and treatment is paid for by health insurance.
As a result of new legislation, there will be a
fundamental change in how the hospital part of the
centre is financed beginning in January 2003. The
Australian diagnosis related groups (AR-DRG) will
be adapted to Germany (G-DRG) and will be applied
in every hospital, including specialised hospitals such
as the Epilepsy Clinic in Bethel. Only patients with
complicated epilepsies are treated in Bethel. The av-
erage length of stay in the non-surgical departments
amounts to 30 days. In the Australian system such
patients with epilepsy may be treated for no longer
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than 3–6 days in the hospital. The Epilepsy Centre
Bethel is engaged in several working groups trying to
maintain the specialised and high-standard of care for
people with epilepsy, handicaps and multi-morbidity.
The Ministry of Health and other authorities have
been informed about what the consequences of this
law will be for many patients.
Long-term residential care facilities are facing fun-
damental changes in financing. Until now the costs
for residential care has been based on equal daily
rates for each resident. From 2002, reimbursement will
be based on an assessment of the individual’s care
needs.
